diagnosis period? and the home support caregiving period? Those findings could better help understand the caregiving journay. Discussion: Just as previously mentioned for the title, the discussion should take into consideration that caregivers are spouses (vs children caregivers). Also, the findings could be contrasted with those of Orzek et al. (2008; 2016) , especially with regard to timepoints. The discussion could also be opened on the transitions experienced throughout the caregiving journay.
REVIEWER
Nathan Davies UCL, UK REVIEW RETURNED 27-Jun-2019
GENERAL COMMENTS
Thank you for this interesting piece of work, I found it enjoyable to read and review. I have some comments below which will strengthen this paper and work.
Title
As this study is only about spouses I think this should be reflected in the title. I would also change word examination to exploration Abstract • I would suggest the term bereaved caregiver rather than widow(er) • Four key themes emergedthemes do not emerge they are actively developed as part of the analysis by the researchers.
• There are not 4 themes from an 'emotional analysis', I think the authors mean that there were 4 sub themes within the over arching theme of emotional reactions to events? • Delete 'as well' from start of final sentence it is not needed.
• Can the authors just expand on communitywho is this? Society and wider community or friends/family? Summary • I suggest the authors delete (time of interview) on line 22, as this seems to suggest the interview took part at the very point they were bereaved. • Why did you only include those who had a good experience? Did you try to sample those with a bad experience? Background • Avoid using the term loved onereplace with relative or person with dementia • I think this statement 'Past research has examined emotions and community connectivity at specific stages utilizing quantitative methods'. Is inaccurate there is also qualitative work in this area too, especially around end of life, agree it is limited but it is not just quant. • What do the authors mean by holistic examination? I think it is an exploration not an examination within qualitative work but what bit is holistic? Do they mean that it looks at the entire course? Methods • Do the authors have ethical approval/permissions to do the secondary analysis?
• Why was there a min age of 60?
• Data collection and analysis were interwoven in an iterative process. -But if this is a secondary analysis you are doing the analysis after all the data is collected and it is not interwoven with the data collection.
• What do the authors mean theoretically identify themes?
• Was it just one author involved in the whole thematic analysis? Did you meet as a team to discuss? How did you increase rigour in analysis?
• Suggest delete ppi section as it was not doneunless this is necessary for this journaleditor can advise
Results
• At some points emotions is named as the theme and then other times it is emotional experiences, please check for consistency.
• I would suggest this theme could be labelled better, the name currently really doesn't state anything and is quite descriptive, can the authors pull all the subthemes together in a short paragraph at the start of this theme. It currently goes straight into subthemes and has no overarching meaning without any description or explanation before presenting the sub-themes.
• I would change the wording 'the opportunity to welcome grief'.i don't think anyone welcomes grief, they may welcome an end to the person experiencing dementia and being at peace but this is different and your quote does not demonstrate this.
• Is the first subtheme of grief more about the pockets and episodes of grief, or do participants talk about on-going grief throughout the journey but it is emphasised or more noticeable and memorable at certain 'transition points'? I would shape this theme more around this if this is the case as currently it is not adding much we don't already know.
• I think at present many of the theme titles are too short and don't really say much, I would revise some of these (inclusion, rejection by others) and think about what is actually being said within these theme ( as comment above is referring to)
Discussion
• Relief is reported here as the most intense emotion experienced at death but this is not really reflected in the results and is a strong statement to make that it is the most intense • Could the authors reflect on how these results may differ in adult children caring for a parent • 10 is a small sample size even in a qual study, the authors mention they exhausted the participants from the sources but do they think they could have explored more if they had more participants? I don't think saturation would have been reached in a sample of caregivers if this question was the original reseach question being addressed, therefore the small sample is a limitation as is the fact it is a secondary analysis • Im not sure this statement is supported? While social supports are important, the study suggests that solitary self-care may be just as important to recovery; however, the amount of time varies between caregivers. The subject topic of this manuscript has much merit for the field of ageing and dementia, however there are significant shortcoming in the content of this paper, particularly in regards to review of previous literature on the topic and its methodology. Key areas of concern are explained below:
REVIEWER

Margaret
Introduction: Generally, the introduction section was considered too brief and did not provide the reader with an adequate overview of the current literature about the topic. The introduction requires extensive revision. Specific areas of concern were as follows:
Page 4: • Lines 6-20 -It is unclear why the authors focused on spouses of people diagnosed with dementia vs caregivers in general. What is salient about this relationship as opposed to other familial caregivers? • Lines 29-33 -The authors state that, "Pre-death grief is experienced by 71% of caregivers…. brought on by witnessing the person with dementia's abilities diminish…" Given that the study is focused on the spousal caregiver supporting their partner diagnosed with dementia, might the experience of 'grief' be associated with relational context -beyond just 'witnessing' the decline. In recent year, several qualitative studies have explored the spousal experience of dementia as they often walk alongside their partner throughout the entire journey. There are many factors that may influence their sense of grief. I therefore strongly recommend the authors extend their review of current literature, to better inform conceptualisation of 'grief' in the context of spousal relationshipsbecause it is the central objective of this study. Page 5 • Lines 8-10 -The authors only make reference to one qualitative study that examined the, "caregivers journey from diagnosis to bereavement". Again, this literature review process needs to be extended. They need to consider any research studies that focused on the various key point: such as the diagnostic process, living with dementia, and end-stage dementia. • It is important to noted that the participants in this study were diagnosed with a wide range of different forms of dementia; vascular dementia, frontal-temporal dementia , Lewy Body Dementia, Alzheimer's Disease, mixed dementia. Despite the differences in symptomatology across these different forms of dementia, the spousal caregivers' experiences were collapsed into one. It is therefore important that the authors further investigate current literature about these various forms of dementia, particular to clarify any reported uniformity and/or differences in the spousal experience of 'grief' and 'bereavement' post death of their partner. This information is vitally important to better inform the findings and outcome of this study. • Lines 13-17 -The authors stated, "The primary purpose of this study is to provide a holistic examination of the social needs and emotional changes of caregiving throughout their caregiving and bereavement journey". The wording of this statement needs to be reviewed. Although not explicitly stated by the authors, qualitative research methodology was selected for this study because little was known about this topic. Thus, Qualitative research attempts to capture people's meanings, definitions and descriptions of their personal experiences; not to "provide a holistic examination…", and count and measure aspects of the data. It is therefore important for the authors to express the objective of the study in order to reflect the conceptual underpinning of the qualitative methodology selected for this study.
Methods:
The method section of this paper was very poor and requires complete revision/re-writing. Specific concerns about this section included:
Page 5 -DESIGN • Lines 28-40 -Although the authors state that this study was part of a larger study, no details was provided about the selection of research methodology or design. The study (16) was also not detailed in the reference list. It is therefore necessary for the authors to completely revised this section. It is also important to explicitly state reason for selection of qualitative vs quantitative methods, and why Thematic Analysis for handling the interview data.
Page 6 -PARTICIPANTS • Lines 10-19 -This section needs revision due to awkward expression, making it difficult for the reader to follow.
•
The authors need to explain the content of table one. From the reader's perspective, it is unclear what is meant by particular terms; such as "seniors apartment", "assisted living", "hospital", "long term care". Meaning of these term vary across countries and cultural-social settings. • It is also unclear if the 'living arrangements' for the study participants was the same or different to that of their partner living with dementia. • Additional information about the couple may have shed more light in their personal experience of grief & bereavement; such as length of marital relationship, years of residential placement of their partner, perceived quality of their spousal relationship prior to the onset of dementia. • Lines 17-19 -Under eligibility, the authors made comment able the participant's "Ability to share their bereavement experience". Please clarify what was meant by this statement. Were participants excluded based on language usage and/or their emotional-mental status. Were participants screened for anxiety or depression?
Pages 8-9 -Data Collection •
The authors need to provide more information about why thematic analysis was selected, and how this approach was well suited to the objectives of the study.
• Lines 8-10 -Omit the information in the bracket. Relevance of this information is not clear. • Lines 17-19 -"No interviewer characteristics were reported to the participants prior to the study". It is not clear to the reader why this statement was needed, and its significance in relation to data collection methodology. Please clarify or omit it from the manuscript. • Lines 19-26 -"Semi-structured interviews guides were guided by a review of the literature.." This section needs revision due to awkward expression, making it difficult for the reader to follow. Also, questions asked in table two were very direct and structured. The content and wording of these questions cannot be regarded as 'semi-structured"in the context of qualitative research methodology. I am also concerned about the particular phrasing of the sentences, such as: "Finding balance", "bereavement", "Finding balance in your bereavement". These words can be perceived as technical in nature, as well as had the potential to unintentionally bias the participants narrative. In-depth interviewing is a way of gaining access to the ways in which people construct reality, and to the meaning people attribute experiences and perceptions of their reality. I strongly recommend that the authors reflect on their interviewing format, to ensure it complies with in-depth interviewing relevant to qualitative methodology.
Pages 9-10 -Analysis • Line 26-29, page 9 -The authors reported to use the Braun & Clarke's thematic analysis approach to identify themes in their data. This is a six-step sequential approach to data analysis, however the various steps in the data analysis were not clearly explained. In particular, it was not clear if indeed how the researcher subjectivity in analysing the data was managedto ensure the focus remained on looking at HOW certain participant 'realities' was captured and HOW themes were developed across the 10 data sets. Were all the authors involved in the data analysis? How were discrepancies in coding and theme development 'resolved' with the researchers. • Lines 3-12, page 10 -The whole section on 'participant and public involvement' seemed to lack purpose, and not in keeping with qualitative research methodology. What was the significance of these statements? •
The authors omitted to mention approaches taken in data analysis to ensure trustworthiness. This information is important to include and explain to add credibility to research findings. •
The authors did not explain why the study included only ten participants. Was saturation in the emergence of new codes and themes arising in the data acknowledged at a certain point? How was this determined? This discussion needs to be included in this section.
Results: •
Lines 19-22 -The authors stated, "Two main themes emerged after rereading and reflecting on the categories: emotions and bereavement journey". As previously stated in comments made in 'analysis' section of my feedback, I remain concerned that critical phases required in executing a thorough reflexive thematic analysis were not completed by the authors. Reviewing, defining and naming prominent themes in the body of data usually involves weaving together the analytic narrative and data extractsnot only "rereading and reflecting on the categories".
• Reading of the participant quotes in their entirety did not always seem to consistent with the ascribed labelled theme. Such as the theme of 'gratitude' to the participant quotes on page 13 lines 8-17 and on page 13 lines 26-29. These quotes appear to suggest a theme of perhaps 'reclaiming self'. Again, it suggests a need for the authors to carefully review and focus on each theme to determine the 'story' they expose about the phenomenon under investigation. • It is therefore not clear the four key emotions identified were inter-related with the three key changes in community involvement. Perhaps a diagrams may have helped to clarify for the reader the possible interactive process between these two concurrent overarching themes. •
The majority of the participant quotes related to their reflections of their experiences dealing with their partner advanced stages of dementia (i.e. permanent placement in residential aged care) and the post-death period of their partner. Only one quote was included about the diagnostic process (on page 10 lines 52-54 till page 11 lines 4-8). Only one quote was included about the social participation consequences of living with dementia & their involvement in community activites (on page 15 lines 38-49). The objective of this study was to "Examine the caregivers journey from diagnosis to bereavement". Therefore, the focus of data collection, analysis and reporting of the finding was not consistent with the aim objective of the study; minimal attention was given to the many years shared together prior to the advanced phrased of the dementia illness. This suggests that the main objective and title of the manuscript may need to be revised. •
In summary, the results section requires significant review after thorough and careful analysis of the participants interview data, both as separate entities and then as a collective whole.
Discussion: •
It was generally difficult to follow the authors' line of argument in the discussion section. The discussion section was mainly a description of the reported results. The authors made minimal attempts to contextualise the data analysis results in relation to existing literature. More extensive inclusion and discussion of other related research needs to be incorporated. •
The discussion section requires revision.
Limitations:
• Good points were made in this section that related to their study. • It may also be important to acknowledge that the majority of the participants were female, and may influence the findings. • Also, that the participants volunteered for the study, thus they may not reflect the experiences of others. •
Little information was given about the couples previously marital relationship or circumstances, and this may be a variable to consider in future studies.
Conclusion: •
Statements made in this section were to draw on the specific findings of the study.
VERSION 1 -AUTHOR RESPONSE
Reviewer 1 concerns:
Title: In order to better reflect the target population of the study, we believe that the title should make it clear that they are spousal caregivers (to be reviewed throughout the article).
Title is now: "A Qualitative Exploration of Emotional and Social Changes from Diagnosis to Bereavement for Spousal Caregivers of Persons with Dementia" Abstract: Setting: It is difficult to grasp the years mentioned. Specify that these are the years of data collection.
We have changed the statement to:
We have changed the statement to: Data collected in a small Canadian Prairie city between fall 2014 and winter 2015
Summary: There seems to be a contradiction regarding the consideration or not of timepoints. See page 3, line 26: " We present the caregiving and bereavement journay as a whole, rather than focusing on one timepoint," and page 5, lines 18 to 21 " We hope to reveal specific timepoints that caregivers of persons with dementia may most benefit from interventions or supports "
We have removed statement about timepoints and refocused the benefits of the paper to looking at the journey as a whole. The text on page 3 now reads: "In doing so, we hope to reveal spousal caregivers of PWDs' needs for interventions and/or supports throughout caregiving and bereavement journey." Page 3, line 33 Replace "my" by "might"
We have replaced "my" with "might.
Methods: page 6, line 15. Justify the age criterion of the caregiver.
The aim of the original study was to explore the experiences of older adult spousal caregivers of PWD. Therefore, we recruited participants ages 60 or over. Focusing on spouses alone was central because they are often older adults and research demonstrates that adult children and spousal caregivers have differing experiences in the dementia caregiving journey. The following is now found under the Participants section: "The aim of the original study was to recruit a diverse sample of older adult participants with differing lengths of caregiving experience and amount of time bereaved. We required at least 12 months of bereavement so that participants had lived bereavement while not interrupting their bereavement experience too early. We focused on spouses 60 years or older because research demonstrates that adult children and older adult spousal caregivers of PWD have differing experiences in the dementia caregiving journey." Participants demographics: p. 7: Could you add the support received by the spousal caregivers and the number of years of marriage? Consider these data in the findings? For example, could caregivers in assisted living received more support than caregivers living in their own home?
We agree that this information would be helpful in understanding how caregivers perceive their levels of support and their experience in general from diagnosis to bereavement. However, we did not collect this information during the data collection phase. We will implement these changes to our future research and have provided a statement suggesting these areas be examined in subsequent studies.
Specify what is meant by spirituality and how this data was considered in the analysis of the results?
Although spirituality was asked during the collection of the demographics, we did not include any analysis in the paper regarding spirituality. It was included in the demographics section to provide full transparency of the data collected. We have included what was provided to participants on the demographics for clarity of how spirituality was asked ("spiritual or believing in a higher power.") Analysis: Specify if one or more people have performed the analysis. Discuss the scientific criteria of the study.
Only one researcher performed the thematic analysis; however, the PI did provide comments/critiques on the analysis. The following can be found under the Analysis section: "The following steps were followed: 1) All transcripts were initially read for familiarization throughout the data collection phase. Transcripts were then re-read line-by-line using an inductive, open coding process [27] to identify links between developing codes and to search for patterns across the interviews. Two patterns developed: social and emotional experiences throughout caregiving and bereavement. 2) Thematic coding was conducted by one researcher, KG, who kept an audit trail throughout the research process. NVIVO-12 was used to organize and manage themes.KG explored the data to produce initial codes that focused on caregivers' social and emotional experiences throughout caregiving and bereavement. In order to address the need for trustworthiness and credibility, the codes derived from the data were then presented to SP for critique of interpretations. 3) Codes were sorted into potential themes and grouped together to form overarching themes. Examples of codes were: companionship, relief, grief, gratitude, and staying connected. Codes pertaining to social or emotional aspects of spousal caregivers' experiences were reviewed and combined into themes where they coalesced around a broader meaning or concept. 4)Themes were reviewed and refined. Potential themes were judged on whether the codes fit together to create the theme or whether the themes accurately reflected the meanings of the data. 5) Themes were defined and named. Detailed analysis of each theme was written at this point. 6) A write-up of the findings was then produced."
The main author did not seek codes/themes that fit a theory, but rather sought to code the data using an inductive approach that would allow for limited biases from the literature.
Findings: Although the primary purpose of the study is to provide "the examination of the social needs and emotional changes of caregivers throughout their caregiving and bereavement journay", the findings focus mainly on bereavement. Although mentioned a few times (e.g., page 10), could there be other findings around the diagnosis period? and the home support caregiving period? Those findings could better help understand the caregiving journay.
We have incorporated more quotes and discussion from the diagnosis/early portions of the caregiving phase, specifically in the "Emotional Reactions to Change" theme. We hope this provides a greater understanding of the entire journey.
Discussion: Just as previously mentioned for the title, the discussion should take into consideration that caregivers are spouses (vs children caregivers). Also, the findings could be contrasted with those of Orzek et al. (2008; 2016) , especially with regard to timepoints. The discussion could also be opened on the transitions experienced throughout the caregiving journay.
We have incorporated the change for the title. We have also quickly incorporated a recognition that the current findings are not generalizable to adult children in regards to grief experiences. There is now a quick discussion relating Orzeck (2008) We agree, and the term is now changed throughout the text.
Four key themes emergedthemes do not emerge they are actively developed as part of the analysis by the researchers.
We have changed the term "emerged" to develop/developed.
There are not 4 themes from an 'emotional analysis', I think the authors mean that there were 4 sub themes within the over arching theme of emotional reactions to events?
We have changed themes to sub-themes. The text now reads: "Four key sub-themes emerged throughout the analysis of emotional reactions to events: grief, sense of hopelessness and frustration, sense of relief and internal conflict, and gratitude."
Delete 'as well' from start of final sentence it is not needed.
We have deleted "As well"
Can the authors just expand on communitywho is this? Society and wider community or friends/family?
The term "community" is now removed. We have now changed the theme to "variation in social connections throughout the caregiving and bereavement journey" Summary I suggest the authors delete (time of interview) on line 22, as this seems to suggest the interview took part at the very point they were bereaved.
We have removed "time of interview" from the text.
Why did you only include those who had a good experience? Did you try to sample those with a bad experience?
We have added the following information in text: "All participants perceived their partners' deaths as good and were bereaved longer than a year (M = 41 months). Spousal caregivers who perceived their partners' death as bad did not respond to recruitment advertisements." Background Avoid using the term loved onereplace with relative or person with dementia
We have replaced all uses of "loved one" with person with dementia/PWD. I think this statement 'Past research has examined emotions and community connectivity at specific stages utilizing quantitative methods'. Is inaccurate there is also qualitative work in this area too, especially around end of life, agree it is limited but it is not just quant. We have included the above references within the text to demonstrate that some qualitative research has been done, but the literature still lacks enough understanding.
What do the authors mean by holistic examination? I think it is an exploration not an examination within qualitative work but what bit is holistic? Do they mean that it looks at the entire course?
We have removed the term "holistic". The end of the introduction now reads: "The primary purpose of the study is to provide an exploration of the social needs and emotional changes of caregivers throughout their caregiving and bereavement journey. In doing so, we hope to reveal spousal caregivers of PWDs' needs for interventions and/or supports throughout caregiving and bereavement journey."
Methods
Do the authors have ethical approval/permissions to do the secondary analysis?
Ethical approval with our ethics board allows for secondary analyses of the data. The text now reads: "The original study is published elsewhere. The study received full ethical approval from the Research Ethics Board of the University of Saskatchewan to analyze and publish first and secondary analyses of the data."
Why was there a min age of 60?
The aim of the original study was to explore the experiences of older adult spousal caregivers of PWD. Therefore, we recruited participants ages 60 or over. Focusing on spouses alone was central because they are often older adults and research demonstrates that adult children and spousal caregivers have differing experiences in the dementia caregiving journey. The following is now found under the Participants section: "The aim of the original study was to recruit a diverse sample of older adult participants with differing lengths of caregiving experience and amount of time bereaved. We required at least 12 months of bereavement so that participants had lived bereavement while not interrupting their bereavement experience too early. We focused on spouses 60 years or older because research demonstrates that adult children and older adult spousal caregivers of PWD have differing experiences in the dementia caregiving journey." Data collection and analysis were interwoven in an iterative process. -But if this is a secondary analysis you are doing the analysis after all the data is collected and it is not interwoven with the data collection.
We have removed this line. It was initially included because the main author read the data throughout data collection, taking note of possible codes for the original project. However, detailed analyses for the current paper did occur after the collection of all data. We have added the steps for this project alone within the "Analysis" section for clarity.
What do the authors mean theoretically identify themes?
This was an error on our part and we have now removed the term "theoretically".
Was it just one author involved in the whole thematic analysis? Did you meet as a team to discuss? How did you increase rigour in analysis?
The following has been provided within the text: "The following steps were followed: 1) All transcripts were initially read for familiarization throughout the data collection phase. Transcripts were then re-read line-by-line using an inductive, open coding process [27] to identify links between developing codes and to search for patterns across the interviews. Two patterns developed: social and emotional experiences throughout caregiving and bereavement. 2) Thematic coding was conducted by one researcher, KG, who kept an audit trail throughout the research process. NVIVO-12 was used to organize and manage themes.KG explored the data to produce initial codes that focused on caregivers' social and emotional experiences throughout caregiving and bereavement. In order to address the need for trustworthiness and credibility, the codes derived from the data were then presented to SP for critique of interpretations. 3) Codes were sorted into potential themes and grouped together to form overarching themes. Examples of codes were: companionship, relief, grief, gratitude, and staying connected. Codes pertaining to social or emotional aspects of spousal caregivers' experiences were reviewed and combined into themes where they coalesced around a broader meaning or concept. 4)Themes were reviewed and refined. Potential themes were judged on whether the codes fit together to create the theme or whether the themes accurately reflected the meanings of the data. 5) Themes were defined and named. Detailed analysis of each theme was written at this point. 6) A write-up of the findings was then produced."
Suggest delete ppi section as it was not doneunless this is necessary for this journaleditor can advise Thank you for your suggestion. We agree that this section may be unnecessary; however, during submission it appeared that all manuscripts must include a PPI section. We are open to removing this section if the editors deem it unnecessary.
Results
At some points emotions is named as the theme and then other times it is emotional experiences, please check for consistency.
Consistency is now addressed. I would suggest this theme could be labelled better, the name currently really doesn't state anything and is quite descriptive, can the authors pull all the subthemes together in a short paragraph at the start of this theme. It currently goes straight into subthemes and has no overarching meaning without any description or explanation before presenting the sub-themes.
We have included the following text before discussion of sub-themes:
"Emotional reactions to change: Participants described a variety of emotional reactions throughout their caregiving and bereavement journey. These reactions included grief, feeling overwhelmed and/or hopeless, relief, and gratitude. Many participants discussed common events that coincided with universally reported feelings, suggesting that key experiences and the feelings associated with such incidents may have minimized their perceptions of other emotions or the caregiving journey as a whole. The pattern of memorable experiences coinciding with integral experiences is reflected in the greater expression of emotions felt during particular stages of caregiving/bereavement. Specifically, the progression of dementia symptoms coincided with caregivers' memories of emotional reactions." "Variations in social connections: Social connections were an integral part of participants' caregiving and bereavement journey, with all participants discussing the importance of family, friends, and new connections without prompts. Three key patterns were developed: the importance of social inclusion throughout a caregiving and bereavement journey, the experience loss from multiple sources of companionship, and the need to withdraw from social interactions. The significance of interacting with others appeared to be reliant on the personal decision to stay connected with others." I would change the wording 'the opportunity to welcome grief'.i don't think anyone welcomes grief, they may welcome an end to the person experiencing dementia and being at peace but this is different and your quote does not demonstrate this.
We have changed the text to read: "Anticipation was perceived as an integral means of selfmanagement that provided the opportunity to experience grief, as well as constructive emotions, with less guilt.
Is the first subtheme of grief more about the pockets and episodes of grief, or do participants talk about on-going grief throughout the journey but it is emphasised or more noticeable and memorable at certain 'transition points'? I would shape this theme more around this if this is the case as currently it is not adding much we don't already know.
We have provided the following statement to coincide with our desired message, that grief was felt throughout but most intense/memorable at particular experiences. "Participants described feeling grief throughout their journey; however, it was at key transitional points that intense experiences of grief were most memorable." This sentence along with the messages throughout the sub-theme demonstrates the most memorable grief is remembered interpretation theme. I think at present many of the theme titles are too short and don't really say much, I would revise some of these (inclusion, rejection by others) and think about what is actually being said within these theme ( as comment above is referring to):
Themes now read as: Emotional reactions to change (Memorable grief overshadows persistent grief; Spousal caregivers feel overwhelmed and hopeless; Relief is common, but hidden; Gratitude is a milestone in a healthy bereavement) and Variation in social connections (Importance of social inclusion throughout caregiving and bereavement; Some caregivers experience loss from multiple sources of companionships; Retraction from social interactions is contingent on needs).
Discussion
Relief is reported here as the most intense emotion experienced at death but this is not really reflected in the results and is a strong statement to make that it is the most intense We agree that "intense" may be misused here. "salient" is used in its place due to all participants reporting (even stressing) that they felt relief at the time of their spouses' passing. Text now reads: "Supporting previous findings, relief, rather than grief, was experienced at the time of participants' spouses' death and was the most salient emotion experienced during the death of a cared for spouse."
Could the authors reflect on how these results may differ in adult children caring for a parent.
The following is now included in the text: "It should be noted that the current findings might not be generalizable to adult children caregivers of PWD. Although reports of depression, grief, and perceived stress are reported by adult children and spousal caregivers, severity of grief is different. For example, adult-children caregivers typically experience grief curvilinearly, where the intensity of grief is minimal soon after diagnosis, highest in the moderate stages of dementia, and less severe in the last stages of dementia. Grief literature suggests that grief for spousal caregivers of PWD begins at diagnosis and increases linearly from early to late stages [30] with the greatest perceived grief experienced during the later stages of dementia. For the current study, greatest experiences of grief coincided with events associated with cognitive decline: diagnosis and institutionalization within longterm care homes. This finding is unique because it suggests that grief may not be linear, but rather wave like, and thus spousal caregivers may benefit from interventions that are event focused. Therefore, although the findings deviate from past patterns of spousal grief, spouses and adult children caregivers continue to experience grief differently." 10 is a small sample size even in a qual study, the authors mention they exhausted the participants from the sources but do they think they could have explored more if they had more participants? I don't think saturation would have been reached in a sample of caregivers if this question was the original reseach question being addressed, therefore the small sample is a limitation as is the fact it is a secondary analysis
The following is now provided in the participants section:
"Recruitment efforts ceased after multiple rounds of recruitment produced no new volunteers." We made a decision to end recruitment because no new volunteers were contacting the PI after 1 year of recruitment. Due to funding deadlines we were required to move onto data analysis.
The following is now provided in the limitations section: Lastly, findings from the current study are limited due to the small sample size and the reliance on data that was related, but not collected for the current analysis. Therefore, the findings do not come from a saturated data set and thus may not be indicative of all spousal caregivers' experiences of caring for a PWD.
Im not sure this statement is supported? While social supports are important, the study suggests that solitary self-care may be just as important to recovery; however, the amount of time varies between caregivers.
The following statement has been added to clarify that all participants required time alone for recovery: "All participants reported taking time alone to recharge after their spouses' death, with times ranging from a day to two years." We believe that this may not have been clear with the initial text.
INTRODUCTION
Lines 6-20 -It is unclear why the authors focused on spouses of people diagnosed with dementia vs caregivers in general. What is salient about this relationship as opposed to other familial caregivers?
We have now included the following within the introduction: "Spousal caregivers of PWD experience unique challenges throughout caregiving and bereavement that warrant further investigation. Spousal caregivers report significantly higher burden than other caregivers of PWD and experience severe or complicated grief due to the prolonged period of caregiving and stress at the time of their spouse's death". As well as the following statement in the Participants section: "We focused on spouses 60 years or older because research demonstrates that adult children and older adult spousal caregivers of PWD have differing experiences in the dementia caregiving journey."
Lines 29-33 -The authors state that, "Pre-death grief is experienced by 71% of caregivers…. Brought on by witnessing the person with dementia's abilities diminish…" Given that the study is focused on the spousal caregiver supporting their partner diagnosed with dementia, might the experience of 'grief' be associated with relational context -beyond just 'witnessing' the decline. In recent year, several qualitative studies have explored the spousal experience of dementia as they often walk alongside their partner throughout the entire journey. There are many factors that may influence their sense of grief. I therefore strongly recommend the authors extend their review of current literature, to better inform conceptualisation of 'grief' in the context of spousal relationshipsbecause it is the central objective of this study.
We have included a few additional examples of why spousal caregivers may experience grief. The following statement is now included: "Pre-death grief is experienced by 71% of caregivers of PWD as a result of experiences such as witnessing the PWD's abilities diminish, observing changes in the PWD's behavior and personality, feeling isolated, as well as anticipating multiple losses (e.g., companionship, personal freedoms, and changes in the PWD)."
Lines 8-10 -The authors only make reference to one qualitative study that examined the, "caregivers journey from diagnosis to bereavement". Again, this literature review process needs to be extended. They need to consider any research studies that focused on the various key point: such as the diagnostic process, living with dementia, and end-stage dementia.
Additional references are now cited. However, we are unable to fully explore all topics within the introduction due to word count limitations.
It is important to noted that the participants in this study were diagnosed with a wide range of different forms of dementia; vascular dementia, frontal-temporal dementia , Lewy Body Dementia, Alzheimer's Disease, mixed dementia. Despite the differences in symptomatology across these different forms of dementia, the spousal caregivers' experiences were collapsed into one. It is therefore important that the authors further investigate current literature about these various forms of dementia, particular to clarify any reported uniformity and/or differences in the spousal experience of 'grief' and 'bereavement' post death of their partner. This information is vitally important to better inform the findings and outcome of this study.
This comment is very interesting and we appreciate the concerns that it raises. However, we have included this concern within our limitation section as a possible area of future exploration. At this point, however, we did not find any glaring differences between caregivers of each type of dementia. The following is now included: "Lastly, findings from the current study are limited due to the small sample size and the reliance on data that was related, but not collected for the current analysis. These limitations may suggest why no differences were found between caregivers of persons with different types of dementia. Future research may want to explore these differences in more detail. Therefore, the findings do not come from a saturated data set and thus may not be indicative of all spousal caregivers' experiences of caring for a PWD."
Lines 13-17 -The authors stated, "The primary purpose of this study is to provide a holistic examination of the social needs and emotional changes of caregiving throughout their caregiving and bereavement journey". The wording of this statement needs to be reviewed. Although not explicitly stated by the authors, qualitative research methodology was selected for this study because little was known about this topic. Thus, Qualitative research attempts to capture people's meanings, definitions and descriptions of their personal experiences; not to "provide a holistic examination…", and count and measure aspects of the data. It is therefore important for the authors to express the objective of the study in order to reflect the conceptual underpinning of the qualitative methodology selected for this study.
The term "holistic" is now removed. The statement now reads: "The primary purpose of the study is to provide an exploration of the social needs and emotional changes of caregivers throughout their caregiving and bereavement journey. In doing so, we hope to reveal spousal caregivers of PWDs' needs for interventions and/or supports throughout caregiving and bereavement journey.
METHODS
Design:
Lines 28-40 -Although the authors state that this study was part of a larger study, no details was provided about the selection of research methodology or design. The study (16) was also not detailed in the reference list. It is therefore necessary for the authors to completely revised this section. It is also important to explicitly state reason for selection of qualitative vs quantitative methods, and why Thematic Analysis for handling the interview data.
We have now included the reference in the reference list. It was initially left out to ensure the review remained blinded. Due to the addition of new information within the current revisions and the word count cap for the journal is 4000 words, we have decided to keep information about the original study out of the current manuscript.
For the second aspect of the above comment, we have provided the current statements within the article: "Current literature lacks a qualitative exploration of a caregiver's journey from diagnosis to bereavement. Past research has explored emotions and community connectivity at specific stages utilizing primarily quantitative methods, with limited qualitative work exploring the importance of community during caregiving and end of life care" and "We used Braun and Clarke's [17] thematic analysis approach to identify themes. This method was chosen because it is useful for exploring multiple perspectives, highlighting similarities and differences, providing well-structured guidelines for handling data, and identifying unanticipated insights, all of which help produce clear and organized findings". Due to word count limitations we believe that these statements are sufficient in describing our rationale for choosing qualitative methods and utilizing thematic analysis.
Participants:
Lines 10-19 -This section needs revision due to awkward expression, making it difficult for the reader to follow.
We have changed the participant section to as follows:
"The aim of the original study was to recruit a diverse sample of older adult participants with differing lengths of spousal caregiving experience and amount of time bereaved. We required at least 12 months of bereavement so that participants had lived bereavement while not interrupting their bereavement experience too early. We focused on spouses 60 years or older because research demonstrates that adult children and older adult spousal caregivers of PWD have differing experiences in the dementia caregiving journey [5] .
Participants were recruited through one of two convenience sampling procedures: 1) by newsletters and website advertisements with the local council on aging and the provincial Alzheimer Society, or 2) were approached by three social workers within a large older adult care community on behalf of the research team. Individuals interested in participating contacted SP by phone. SP verified the individual's willingness, ability (i.e., read/speak English and provide informed consent), and eligibility to participate. Eligibility was determined by current age (minimum 60-years old), length of bereavement (minimum 12-months), whether the individual cared for a spouse with dementia, and willingness and ability to share their bereavement experiences. Recruitment efforts ceased after multiple rounds of recruitment produced no new volunteers.
Eight women and two men (N = 10) who were bereaved spousal caregivers of PWD participated in the study. Participants had a mean age of 81.6 years, self-reported as having good health, and had a strong support system throughout their caregiving and bereavement journey. All participants perceived their partners' deaths as good and were bereaved longer than a year (M = 41 months). Spousal caregivers who perceived their partners' death as bad did not respond to recruitment advertisements. The majority of participants self-reported as spiritual or believing in a higher power. Additional participant characteristics are presented in Table 1 . All persons interested in participating completed the study."
The authors need to explain the content of table one. From the reader's perspective, it is unclear what is meant by particular terms; such as "seniors apartment", "assisted living", "hospital", "long term care". Meaning of these term vary across countries and cultural-social settings. Descriptions for each living arrangement can be found under Table 1 .
It is also unclear if the 'living arrangements' for the study participants was the same or different to that of their partner living with dementia.
A statement is now provided under the demographics table. It reads "For participants, "living arrangements" refers to the participant's living arrangements at the time of the interview." We did not collect data on the living arrangements of the participant and their spouse throughout the caregiving journey.
Additional information about the couple may have shed more light in their personal experience of grief & bereavement; such as length of marital relationship, years of residential placement of their partner, perceived quality of their spousal relationship prior to the onset of dementia.
Lines 17-19 -Under eligibility, the authors made comment able the participant's "Ability to share their bereavement experience". Please clarify what was meant by this statement. Were participants excluded based on language usage and/or their emotional-mental status. Were participants screened for anxiety or depression?
We have added the following detail in brackets with the term ability: "(i.e., read/speak English and provide informed consent)".
Data Collection:
The following line was included for our reasoning for choosing a thematic analysis: "This method was chosen because it is useful for exploring multiple perspectives, highlighting similarities and differences, providing well-structured guidelines for handling data, and identifying unanticipated insights, all of which help produce clear and organized findings."
Lines 8-10 -Omit the information in the bracket. Relevance of this information is not clear.
We have left this information in the manuscript because it was required by the Journal's qualitative checklist requirements.
Lines 17-19 -"No interviewer characteristics were reported to the participants prior to the study". It is not clear to the reader why this statement was needed, and its significance in relation to data collection methodology. Please clarify or omit it from the manuscript.
We have left this information in the manuscript because it was required by the journal's qualitative checklist requirements.
Lines 19-26 -"Semi-structured interviews guides were guided by a review of the literature.." This section needs revision due to awkward expression, making it difficult for the reader to follow. Also, questions asked in table two were very direct and structured. The content and wording of these questions cannot be regarded as 'semi-structured"in the context of qualitative research methodology. I am also concerned about the particular phrasing of the sentences, such as: "Finding balance", "bereavement", "Finding balance in your bereavement". These words can be perceived as technical in nature, as well as had the potential to unintentionally bias the participants narrative. Indepth interviewing is a way of gaining access to the ways in which people construct reality, and to the meaning people attribute experiences and perceptions of their reality. I strongly recommend that the authors reflect on their interviewing format, to ensure it complies with in-depth interviewing relevant to qualitative methodology.
Thank you for your concerns regarding whether the study was semi-structured. However, we argue that the study was a semi-structured interview study. Table 2 presents possible prompts used throughout the interviews. Each interview was unique, where some participants brought up particular topics on their own. Therefore, not all questions were asked in every interview and some questions were not necessarily asked in the format provided. As suggested by Adams (2015), semi-structured interview guides include "the outline of planned topics, and questions to be addressed, arrayed in their tentative order." The interviews did not follow a strict order, but instead the interviewer allowed the conversation to take unexpected turns and for unforeseen topics and reordering of questions to occur.
The terms "finding balance" and "bereavement" were used because of the topic of the original study; however, participants were encouraged to discuss their caregiving and bereavement story as a whole and prompted to expand on caregiving experiences. Every interview began with the initial statement "Please feel free to begin when or where you like in your caregiving journey", which, in our opinion, provides ample room for discussion about any point throughout the caregiving and bereavement journey. Line 26-29, page 9 -The authors reported to use the Braun & Clarke's thematic analysis approach to identify themes in their data. This is a six-step sequential approach to data analysis, however the various steps in the data analysis were not clearly explained. In particular, it was not clear if indeed how the researcher subjectivity in analysing the data was managedto ensure the focus remained on looking at HOW certain participant 'realities' was captured and HOW themes were developed across the 10 data sets. Were all the authors involved in the data analysis? How were discrepancies in coding and theme development 'resolved' with the researchers.
Ref
The following information is now provided in the text: "The following steps were followed: 1) All transcripts were initially read for familiarization throughout the data collection phase. Transcripts were then re-read line-by-line using an inductive, open coding process [27] to identify links between developing codes and to search for patterns across the interviews. Two patterns developed: social and emotional experiences throughout caregiving and bereavement. 2) Thematic coding was conducted by one researcher, KG, who kept an audit trail throughout the research process. NVIVO-12 was used to organize and manage themes.KG explored the data to produce initial codes that focused on caregivers' social and emotional experiences throughout caregiving and bereavement. In order to address the need for trustworthiness and credibility, the codes derived from the data were then presented to SP for critique of interpretations. 3) Codes were sorted into potential themes and grouped together to form overarching themes. Examples of codes were: companionship, relief, grief, gratitude, and staying connected. Codes pertaining to social or emotional aspects of spousal caregivers' experiences were reviewed and combined into themes where they coalesced around a broader meaning or concept. 4)Themes were reviewed and refined. Potential themes were judged on whether the codes fit together to create the theme or whether the themes accurately reflected the meanings of the data. 5) Themes were defined and named. Detailed analysis of each theme was written at this point. 6) A write-up of the findings was then produced."
Lines 3-12, page 10 -The whole section on 'participant and public involvement' seemed to lack purpose, and not in keeping with qualitative research methodology. What was the significance of these statements?
Thank you for your suggestion. We agree that this section may be unnecessary; however, during submission it appeared that all manuscripts must include a PPI section. We are open to removing this section if the editors deem it unnecessary.
The authors omitted to mention approaches taken in data analysis to ensure trustworthiness. This information is important to include and explain to add credibility to research findings.
RESULTS
Lines 19-22 -The authors stated, "Two main themes emerged after rereading and reflecting on the categories: emotions and bereavement journey". As previously stated in comments made in 'analysis' section of my feedback, I remain concerned that critical phases required in executing a thorough reflexive thematic analysis were not completed by the authors. Reviewing, defining and naming prominent themes in the body of data usually involves weaving together the analytic narrative and data extracts -not only "rereading and reflecting on the categories".
We have provided a more detailed description of the steps taken. We hope this information provides some clarity on how prominent themes were developed.
Reading of the participant quotes in their entirety did not always seem to consistent with the ascribed labelled theme. Such as the theme of 'gratitude' to the participant quotes on page 13 lines 8-17 and on page 13 lines 26-29. These quotes appear to suggest a theme of perhaps 'reclaiming self'. Again, it suggests a need for the authors to carefully review and focus on each theme to determine the 'story' they expose about the phenomenon under investigation.
We have provided additional quotes under some of the sub-themes that we believe may have warranted your concern. To address your example directly, we have included the following quote regarding "gratitude": P2: "Before you grieved because you were sad at how he was. Afterwards you grieve and you say oh Lord, thank you so much, he's so blessed that he's not here anymore. Then you have put everything into place, and you do away with it all, and then you say thank you Lord, that part of the life is over."
It is therefore not clear the four key emotions identified were inter-related with the three key changes in community involvement. Perhaps a diagrams may have helped to clarify for the reader the possible interactive process between these two concurrent overarching themes.
We have included a diagram in the text. Please see Figure 1 .
The majority of the participant quotes related to their reflections of their experiences dealing with their partner advanced stages of dementia (i.e. permanent placement in residential aged care) and the postdeath period of their partner. Only one quote was included about the diagnostic process (on page 10 lines 52-54 till page 11 lines 4-8). Only one quote was included about the social participation consequences of living with dementia & their involvement in community activites (on page 15 lines [38] [39] [40] [41] [42] [43] [44] [45] [46] [47] [48] [49] . The objective of this study was to "Examine the caregivers journey from diagnosis to bereavement". Therefore, the focus of data collection, analysis and reporting of the finding was not consistent with the aim objective of the study; minimal attention was given to the many years shared together prior to the advanced phrased of the dementia illness. This suggests that the main objective and title of the manuscript may need to be revised.
Although we recognize your concerns, we believe the article does present emotional experiences throughout the caregiving journey, starting from the diagnosis to bereavement.
For example, we provided multiple examples of grief throughout the caregiving journey. We have also included a quote under "Caregivers experience a progression of feeling overwhelmed and hopeless throughout caregiving" discussing the little expression of being overwhelmed/hopeless at diagnosis, and a second that express the feeling before the PWD was institutionalized. All new quotes are now in red within in the text. In addition, we have provided a blurb before the sub-themes to provide some description of the what the entire theme entails.
DISCUSSION
It was generally difficult to follow the authors' line of argument in the discussion section. Thediscussion section was mainly a description of the reported results. The authors made minimal attempts to contextualise the data analysis results in relation to existing literature. More extensive inclusion and discussion of other related research needs to be incorporated.
We have incorporated additional literature within the discussion. However, as mentioned earlier, we were limited in the amount of discussion that could be included due to word count limits. We have attempted to limit new information to information that is necessary.
LIMITATIONS
It may also be important to acknowledge that the majority of the participants were female, and may influence the findings.
This point is now included in the text. It now reads: "However, the presented findings may be unique because of the aspects of the study including participants' overall optimistic assessment of their caregiving and bereavement journey, participants desire to provide their experience (all volunteered), participants' demographics (primarily women), perceptions of their spouses' deaths as good, and large support networks." Also, that the participants volunteered for the study, thus they may not reflect the experiences of others.
This point is now included in the text. It now reads: "However, the presented findings may be unique because of the aspects of the study including participants' overall optimistic assessment of their caregiving and bereavement journey, participants desire to provide their experience (all volunteered), participants' demographics (primarily women), perceptions of their spouses' deaths as good, and large support networks."
This point is now included in the text. It now reads: "As well, further understanding in the importance of couples' marital relationship or circumstances is worth exploring." CONCLUSION Statements made in this section were to draw on the specific findings of the study.
After examining the provided conclusion and not receiving any comments from the other reviewer, we are not sure what is needing to be revised in this section.
VERSION 2 -REVIEW
REVIEWER
Nathan Davies UCL, UK REVIEW RETURNED 19-Aug-2019
GENERAL COMMENTS
Thank you for this revision, I am happy with the author's response they have addressed all my points very well and clearly referred to this in their response.
